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I.

Introduction
The United States of America prides itself on pioneering medical innovations and delivery

models intended to promote wellness and prevent disease. There is little doubt that advancements
in technology and medicine have enhanced the overall healthcare infrastructure, thereby improving
access to and delivery of health care generally. But at what cost? America has a deep-seeded and
perverse history of perpetrating medical ethics violations against minorities, particularly African
Americans. As described more fully in Part II of this paper, some of America’s most celebrated
practitioners have exploited black and brown bodies in the name of medicine. This twisted saga
birthed a long-standing distrust of the medical community that, today, prevents the promotion of
minority well-being in the context of a fragmented and disjointed health care delivery system.
Part II of this paper begins by tracing the legacy of medical distrust from its historical roots
to the contemporary effects on the health status of minorities, particularly African Americans. Part
III then discusses the interrelated dilemma of fragmentation in the health care delivery
infrastructure and how this structural defect exacerbates the dangers of medical distrust. Part IV
briefly discusses the importance of Medicaid expansion and the Affordable Care Act, since the
crux of my argument, as you will see, relies predominantly on Medicaid’s responsiveness to
medical distrust. Part V describes the importance of “whole person” care and patient-centered
medical homes when the goal is to promote relationships between patient and provider enhance
care coordination. Part VI surveys various ACOs and similar programs founded on the concept of
“whole person” care, and which rely on Medicaid’s flexibility to empower such organizations to
experiment with innovative delivery models capable of concomitantly addressing fragmentation
and the strained relationship between doctor and patient.

The primary focus here is to examine Medicaid’s responsiveness to medical distrust and
fragmentation through the enabling features of the Affordable Care Act.1 I argue that state-based
tailoring of Medicaid requirements through 1115 Waivers and state plan amendment are valuable
mechanisms well-suited to address medical distrust and fragmentation. To be sure, none of this is
to say that other mechanisms outside of Medicaid and the Affordable Care Act are ill-equipped to
achieve the same. This paper seeks only to discuss the responsiveness of these programs to the
inequitable health care access dilemma described above.

II.

The Legacy of Medical Distrust
The legacy of medical distrust is dark and extensive. The most prominent violation of

medical ethics in American history took place in Macon County, Alabama. Beginning in 1932, the
Public Health Service and Tuskegee Institute launched a study called the Tuskegee Study of
Untreated Syphilis in the Negro Male.”2 399 black males were deliberately infected with syphilis
and left untreated. The purpose of the study was to follow the natural progression of syphilis.3 The
experiment was based on a complete lie. Those infected with the disease were informed that they
were being treated for “bad blood.”4 In reality, the men were not treated at all. 5 These men were
misled for 40 years. Dr. Vanessa Gamble published an article describing some of the ripple effects
that emanate from this study. She explained that the study has been cited as a primary reason why
blacks opposed needle exchange programs; why blacks infected with HIV/AIDS (which has

1

The focus of this paper is to isolate Medicaid as a potential solution, not to say that other laws and legal
mechanism are not also available to address this issue.
2 Centers for Disease Control and Prevention, U.S. Public Health Service Syphilis Study at Tuskegee, (Apr. 18, 2021),
https://www.cdc.gov/tuskegee/timeline.htm
3 Vanessa Northington Gamble, Under the Shadow of Tuskegee: African Americans and Health Care, 87 Am. J. of
Pub. Health, 1773, 1773 (1997).
4 Centers for Disease Control and Prevention, supra note 2.
5 Id.

decimated the black community) oppose protease inhibitors; and why blacks generally do not trust
public health authorities.6
Although the Tuskegee Syphilis Study casts a long and dark shadow, it does not stand
alone. Black fear of the medical profession extends as far back as the antebellum period 7
(considered to be the time between the War of 1812 and the Civil War beginning in 1861). During
this period, no black was spared from medical exploitation: neither the enslaved nor the freed.
Blacks were commonly used for medical experimentation and dissection. 8 Researchers needed
bodies and the State offered no protections by way of legal rights. 9 One physician named Thomas
Hamilton forced a slave named Fed to sit nakedly on a stool situated in a heated pit to test which
medications enabled Fed to withstand high temperatures. 10 Another physician named J. Marion
Sims forced enslaved women to undergo surgery to repair vesicovaginal fistulas. 11 Medical and
human ethics violations such as these served as catalysts for a deep-seeded distrust of physicians
and the institutions in which they practice. Contemporary issues including disparate allocation of
medical resources, biases, and flat-out racism continue the legacy of such views and unethical
practices.
Once coronavirus vaccines hit mainstream media, minority communities around the United
States expressed staunch opposition against vaccination. Shereef Elnhal, CEO of University
Hospital in Newark, NJ, cited mistrust as one factor contributing towards hesitancy from the black
community to get vaccinated despite living within one of the most impacted geographic region in
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Gamble, supra 3.
Id. at 1774.
8 Id.
9 Id.
10 Id. (the experiment was primarily concerned with determining how slave masters could force their slaves to
work in unbearable heat).
11 Id.
7

the nation.12 That mistrust, according to Elnhal, flows from generations of systematic racism and
racial disparities in the medical infrastructure. 13 The residents of Newark are not alone. Other cities
and communities have experienced the very same problem. For example, the Los Angeles Times
reported in early March 2021 that residents of Sacramento, CA expressed unwillingness to get
vaccinated, citing mistrust in government generally.14 This level of skepticism sheds light on how
widespread and embedded mistrust has become.
Putting aside the general distaste for government, it comes as no surprise that our
contemporary delivery system is shot with racial disparities, biases, and stereotypes that carry on
the legacy of medical distrust in America. One example of racial d isparities in medicine is unequal
access. Before President Barack Obama enacted the Affordable Care Act (“ACA”), 13% of whites
were uninsured as compared to 20% of blacks without insurance. 15 That said, the ACA is
responsible for significant coverage gains from 2010 onward. For blacks, uninsured rates
plummeted from almost 20% in 2010 after the Affordable Care Act was enacted to 11.5% in
2018.16 Blacks were not the only beneficiaries, as coverage rates increased across all ethnic groups
according to the Kaiser Family Foundation (“KFF”). 17 Other disparities in medicine concern
differences in morbidity and mortality rates; differences in the quantity and quality of care;

12

Ted Sherman, Is mistrust within the Black community keeping its COVID vaccination rates low on N.J.? (April 18,
2021) https://www.nj.com/coronavirus/2021/01/is-mistrust-within-the-black-community-keeping-its-covidvaccination-rates-low-in-nj.html.
13 Id.
14 Erin B. Logan, Doctors really want to vaccine Black people against COVID-19. Unequal access to shots fuels
mistrust, (April 18, 2021), https://www.latimes.com/california/story/2021-03-04/how-black-doctors-use-tiktok-toinstill-faith-in-the-vaccine.
15 Samantha Artiga, et al., Changes in Health Coverage by Race and Ethnicity Since the ACA, 2010-2018, (April 18,
2021), https://www.kff.org/racial-equity-and-health-policy/issue-brief/changes-in-health-coverage-by-race-andethnicity-since-the-aca-2010-2018/.
16 Id.
17 Id.

disparate rates of employment positions offering health coverage; among others. 18 Biases and
stereotypes are subcategories of racial disparities that impact health care decisionmaking as well.
One example is the relationship between pain management and race. The American Journal of
Public Health reported that “white patients were more likely to receive an opioid analgesic than
African American, Hispanic, or Asians. 19 There is evidence that a significant number of medical
students (and laypersons) harbor misunderstandings about ethnic biological differences and their
relationship to pain tolerance.20 This level of cultural and ethnic ignorance offends the physicianpatient relationship that is so integral for healing. Trusting that your provider will adequately meet
your immediate medical needs free from biases and prejudices is necessary for maintaining an
enduring and positive physician-patient relationship. In the context of medical distrust, finding
legal mechanisms to mitigate health care disparities is important. Therefore, when we discuss
possible solutions to medical distrust through Medicaid, one important consideration is whether
those solutions will help ameliorate health care disparities.

III.

The Issue of Fragmentation
Healing requires strong interpersonal relationships between providers and patient. Patients

must be willing to disclose sensitive information about themselves and have confidence that their
provider will adequately address all that ails them. Some scholars suggest that fragmentation leads
to disregard for the underserved and that the commoditization of medicine has pushed those
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David R. Williams & Toni D. Rucker, Understanding and Addressing Racial Disparities in Health Care, 21 Health
Care Fin. Rev. 75 (2000).
19 Janice A. Sabin & Anthony G. Greenwald, The Influence of Implicit Bias on Treatment Recommendations for
Common Pediatric Conditions: Pain, Urinary Tract Infection, Attention Deficit Hyperactivity Disorder, and Asthma ,
102, 988, 988 (2012) (citing Mark Pletcher et al., Trends in Opioid Prescribing by Race/Ethnicity for Patients Seeking
Care in US Emergency Departments, 299 J. Am. Med. 70, 76 (2008)).
20 Kelly M. Hoffman et al., Racial bias in pain assessment and treatment recommendations, and false beliefs about
biological differences between blacks and whites, 113 Proc. Nat’l Acad. Sci. 4296, 4296 (2016).

individuals further into the margin.21 If true, fragmentation of the delivery infrastructure inhibits
the development and maintenance of interpersonal relationships necessary for developing such
trust. But what is fragmentation? While there are various definitions, most generally agree that
fragmentation is “the systematic misalignment of incentives, or lack of coordination, that spawn
inefficient allocation of resources or harm to patients” negatively impacting quality, cost, and
health outcomes.22 Charles D. Weller described fragmentation as a result of guild “free choice,”
likening the healthcare delivery model to medieval European guilds completely disconnected from
one another.23 This characterization suggests that providers operate in silos, making their own
treatment decisions and recommendations without incorporating outside considerations or input.
Physicians treating the same patient but failing to effectively communicate with each other likely
exacerbates the risk that patient will experience poorer health outcomes. This may be particularly
problematic for patients suffering from chronic ailments spanning multiple specialties. Scholars
observed that “the average Medicare beneficiary sees two primary care physicians and five
specialists” with many patients seeing more. 24 Physicians treating such patients must be
incentivized to collaborate.
As mentioned above, fragmentation negatively impacts vital metrics including quality,
cost, and health outcomes.25 According to the World Health Organization, this results from the
failure to practice adequate coordination of care, as patients are more likely to bounce from

21

Kurt C. Strange, The Problem of Fragmentation and the Need for Integrative Solutions, 7 Annals Fam. Med. 100,
101 (2009).
22 Alain C. Enthoven, Integrated Delivery Systems: the Cure for Fragmentation, 15 Am. J. Managed Care 284, 284-85
(2009).
23 Charles D. Weller, “Free choice” as a Restraint of Trade in American Health Care Delivery and Insurance. Iowa L.
Rev. 69, 1351, 1373 (1984).
24 Rachel E. Sachs, Integrating Health Innovation Policy, 34 Harv. J. Law & Tec. 57, 64 (2020).
25 Enthoven, supra note 22, at 284.

provider to provider who fail to communicate, thereby providing only suboptimal care.26 Around
the turn of the 20th century, researchers highlighted the issue of wasteful utilization resulting from
misaligned interests between payer and provider. 27 Some argue that lack of continuity and
coordination further strains “interpersonal continuity” which, in turn, inhibits establishment of
trusted relationships.28 The question this paper intends to address is simply, how might state-based
Medicaid initiatives help?

IV.

A Nod to Medicaid Expansion
Before exploring the potential solutions to medical distrust and fragmentation, it is worth

briefly discussing the issue of Medicaid expansion. That is because, if mechanisms available under
Medicaid are truly responsive to medical distrust, they can be replicated in other states. However,
it is difficult to fully maximize whatever benefits Medicaid might offer in non-expansion states
because such measures will never reach a substantial number of individuals such as low-income,
single residents ineligible for Medicaid benefits in those non-expansion states.
By way of background, traditional Medicaid was introduced in 1965 through Title XIX of
the Social Security Act, 42 U.S.C. § 1396.29 Section 1396 was intended to cover the “worthy poor”:
families with dependent children, infants, women requiring prenatal care, the aged, blind, and
disabled that demonstrated the requisite economic need for coverage. 30 While laudable in its effort
to cover the economically needy, those eligible under traditional Medicaid were limited in number,
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World Health Organization, Continuity and coordination of Care: A practice brief to support implementation of
the WHO Framework on integrated people-centered health services (Feb. 2018), at 9.
27 Rachael Matulis & Jim Lloyd., The History, Evolution, and Future of Medicaid Accountable Care Organizations, 2
(2018).
28 Id.
29 42 U.S.C. § 1396 (1965).
30 42 U.S.C § 1396(d) (1965).

leaving a substantial number of poor without coverage because they did not fall within one of the
categories described above, despite meeting the requisite economic need for coverage.31 The
Affordable Care Act (“ACA”) offered a solution to the eligibility issue facing those who failed to
fall within the required categories of “worthy poor” by expanding Medicaid eligibility to adults
with income within 133% of the federal poverty level and eliminating the need to categorically
qualify as well.32 The ACA amended 42 U.S.C. § 1396(c) to condition the receipt of federal
Medicaid funds on the requirement that states expand Medicaid to cover such persons. 33 Under
the ACA’s originally intended regime, states that refused to expand Medicaid to cover such
persons jeopardized their receipt of federal Medicaid funding necessary to maintain Medicaid in
such states.34 This condition was immediately challenged by 26 states and reached the Supreme
Court in National Federation of Independent Business v. Sebelius. The Court held that the federal
government “crossed the line” by coercing states to create an entirely new Medicaid coverage
program distinguishable from traditional Medicaid, which sought only to cover the worthy poor.35
The Court observed that, under the ACA’s new regime, Medicaid “[was] no longer a program to
care for the neediest among us, but rather an element of a comprehensive national plan to provide
universal health insurance coverage.”36 In light of the fact that federal Medicaid spending consisted
of 50-83% of state budgets, the Court concluded that the government’s attempt to condition receipt
of such federal funds under the ACA’s new regime was an unconstitutional “gun to the head.”37
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Barry R. Furrow et al., Health Law Cases, Materials and Problems 678 (West Academic Publishing, 8th ed. 2018) .
Nat’l Fed’n of Indep. Bus. v. Sebelius, 567 U.S. 519, 624 (2012).
33 Furrow, supra note 30, at 679.
34 Sebelius, at 581.
35 Sebelius, at 579.
36 Sebelius, at 583.
37 Sebelius, at 581.
32

Consequently, states may now choose whether to expand Medicaid coverage to those
earning up to 133% of the federal poverty level. As of 2021, thirty-nine states have expanded
Medicaid and twelve have not.38 The Commonwealth Fund reported that many states developed
concerns about state budgets and high fiscal costs as reasons not to expand Medicaid. 39 However,
expansion has significant beneficial effects when it comes to “opening the door” for those
previously shut out and isolated from quality medical attention. For instance, many studies show
improvement across access and utilization, insurance coverage, self-reporting, and positive health
outcomes.40 From a medical distrust perspective, Medicaid expansion is significant because it
offers a first-step towards improving the healthcare delivery infrastructure for arguably the most
marginalized demographic population in America, the minority. Logic suggests that expansion
will make potential Medicaid benefits accessible to a larger population than otherwise. Therefore,
I argue that Medicaid expansion is necessary for maximization of the following delivery models.

V.

Promoting Trust and Reducing Fragmentation Through Whole Person Care and
Similar Delivery Models
Some scholars observed that the concept of “whole person” care is central to innovative

delivery models like Patient Centered Medical Homes and Accountable Care Organizations.41
Being the cornerstone that scholars claim it to be, “whole person” care offers an opportunity to
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Henry J. Kaiser Family Foundation, Status of State Action on the Medicaid Expansion Decision, (April 18, 2021),
https://www.kff.org/health-reform/state-indicator/state-activity-around-expanding-medicaid-under-theaffordable-care-act/?currentTimeframe=0&selectedDistributions=status-of-medicaid-expansiondecision&sortModel=%7B%22colId%22:%22Location%22,%22sort%22:%22asc%22%7D.
39 Bryce Ward, The Impact of Medicaid Expansion on States’ Budgets, 2 (Martha Hostetter ed., 2000).
40 Henry J. Kaiser Family Foundation, The Effects of Medicaid Expansion Under The ACA: Updated Findings From a
Literature Review, (April 18, 2021), https://www.kff.org/medicaid/report/the-effects-of-medicaid-expansionunder-the-aca-updated-findings-from-a-literature-review/.
41 Paul R. DeMuro, Accountable Care, 24 Health L. 1, 3 (2012).

promote interpersonal relationships between patient and provider and ameliorate fragmentation of
care. “Whole person” care is the interdisciplinary practice of “incorporating insights from the
patient, family, and community, including an understanding that supporting wellness requires
understanding social as well as medical needs.” 42 This model invites collaboration from a broad
spectrum of the patient’s personal life and experiences, thereby reducing the fragmented nature of
primary care that traditionally focused only on the patient’s immediate conditions while neglecting
other contributing factors of health outcomes. 43 The issue of fragmentation is particularly salient,
and illustrative, for chronic care patients with medical needs spanning multiple organs or systems44
requiring visits with multiple specialists. The danger here is that “treatment can become a series
of medical interventions that target only the disease and ignore the ill person.” 45 Coordination of
care in the primary care setting is widely accepted as a remedy for fragmentation of care
concerning chronic care patients with high-costs.46
As mentioned above, “whole person” care pays careful attention to social needs as well.47
Exceedingly high costs and poor health outcomes generally flow from social determinants of
health.48 America has traditionally neglected social determinants of health,49 while other countries
have embraced it.50 This lack of support has been attributed to fragmented government spending,
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John V. Jacobi et al., Symposium Article: Payment Theory and the Last Mile Problem, 48 J.L. Med. & Ethics 474,
476 (2020).
43 Id.
44 John V. Jacobi, The Tools at Hand: Medicaid Payment Reform for People with Complex Medical Needs, 28 Ann.
Health L. 135, 139 (2019).
45 Id. at 140 (quoting Robert L. Kane et al., Meeting the Challenge of Chronic Illness 50 (2005)).
46 Id. (citing Christopher G. Wise et al., Journey Toward A Patient-Centered Medical Home: Readiness For Change In
Primary Care Practices, 89 Milbank Q. 399, 400 (2011).
47 Id. at 153.
48 Jessica Mantel, Tackling The Social Determinants of Health: A Central Role For Providers, 33 Ga. St. U.L. Rev. 217,
217 (2017).
49 Id. at 231.
50 Jennifer DeCubellis & Leon Evans, Investing in the Social Safety Net: Health Care’s Next Frontier, Health Aff. Blog
(April 18, 2021), https://www.healthaffairs.org/do/10.1377/hblog20140707.039922/full/.

the media’s focus on clinical health conditions, uncertainty about the latent health benefits
associated with improving social determinants, the American ethos that individuals should pull
themselves up by their own bootstraps, and of course, politics.51 With the help of the Affordable
Care Act, providers are now encouraged to tackle nonclinical elements including social,
environmental, and behavioral factors directly associated with health outcomes. 52 As you will see,
patient-centered medical homes and other models including accountable care organizations have
incorporated measures to address individuals’ social needs. I argue that this shift away from the
biomedical paradigm so deeply ingrained into American medicine makes room for a multipronged, coordinated, and highly-personalized delivery infrastructure well-equipped to promote
interpersonal relationships and reduce fragmentation.

i. Patient Centered Medical Homes
One widely researched delivery care model that incorporates the concept of “whole person”
care is the Patient Centered Medical Home (“PCMH”). 53 The “medical home” model is not a
novelty.54 Medical homes were introduced in the late 1960’s with the goal of enhancing health
care delivery for children suffering from special needs and requiring intense coordination between
multiple treatment sites.55 Today, the medical home is hailed as a delivery model fit for any
beneficiary who participates in the program. 56 Some argue that PCMHs are the best
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Mantel, supra note 47, at 231.
Id. at 218.
53 Paul R. DeMuro, Accountable Care, 24 Health L. 1, 3 (2012).
54 Sallie Thieme Sanford, Implementing The Affordable Care Act: What Role For Accountable Care Organizations?:
Designing Model Homes for the Changing Medical Neighborhood: A Multi-Payer Pilot Offers Lessons for ACO and
PCMH Construction, 42 Seton Hall L. Rev. 1519, 1526 (2012).
55 Id.
56 Dominic J. Cirincione, The Medical Home Model: Is There Really No Place Like Home?, 13 J. Health Care L. & Pol’y
139, 144 (2010) (citing Prologue: The Medical Home, 27 Health Aff. 1218, 1218 ).
52

transformative delivery model in healthcare that promises to improve the overall system. 57 The
Commonwealth Fund reports that at least 50% of state-based Medicaid programs have developed
delivery models based on PCMHs by implementing team-oriented care, payment alignment
mechanisms with enhanced quality metrics, and shared -savings initiatives all geared towards
promoting the health of attributed populations.58 As you will see, the Patient Centered Medical
Home is a driving force for change throughout Accountable Care Organizations and other
Coordinated Care models existing throughout the U.S. today.
PCMHs are inherently designed to foster interpersonal relationships and reduce
fragmentation. Patients in PCMHs are assigned to a team of professionals responsible for the
patient’s ongoing medical needs.59 The team objective is to coordinate care across different
providers involved in the patient’s care. 60 Importantly, patient decisionmaking with respect to
proposed treatments is encouraged.61 As Donald M. Berwick put it, “[f]or patients, coordinated
care means more ‘quality time’ with their physician and care team [ . . . ]” 62 PCMHs encompass
five functions.63 The first is comprehensive care.64 PCMHs are accountable for addressing
individual patient’s physical and mental health care needs whether acute or chronic. This function
requires providers to work as a team consisting of physicians, nurses, pharmacists, nutritionists,
educators, and social workers.65 The second function places the patient at the center: PCMHs are
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Matt Adamson, The Patient-Centered Medical Home: An Essential Destination On The Road To Reform, 4 Am.
Health Drug Benefits 122, 122 (2011).
58 Mary Takach, About Half of the States Are Implementing Patient-Centered Medical Homes for Their Medicaid
Programs, 31 Health Aff. 2432, 2433 (2012).
59 Id. at 2432.
60 Id.
61 Paul R. DeMuro, Accountable Care, 24 Health L. 1, 6 (2012).
62 Donald M. Berwick, Making Good on ACOs promise—The Final Rule for the Medicare Shared Savings Program,
365 New. Eng. J. Med. 1753, 1756 (2011).
63 Agency for Healthcare Research and Quality, Defining the PCMH, Patient Centered Medical Home Resource
Center (Apr. 18, 2021), https://pcmh.ahrq.gov/page/defining-pcmh.
64 Id.
65 Id.

relationship-based and focus on each individual patient and their family. The primary objective
here is to help patients understand and manage their condition and requisite care. 66 The third
function concerns coordinated care.67 Here, the focus is on collaborating with various providers
including “specialty care, hospitals, home health care, and community services and supports.”68
The fourth function is accessibility, which PCMHs fulfill by reducing barriers to care and keeping
open lines of communication between patients and providers. 69 Finally, the fifth function
promotes quality and safety by adhering to “evidence-based medicine and clinical decisionsupport tools to guide shared decision making with patients and families.” 70 Research shows that
PCMHs unite the “four pillars of primary care” which are: first-contact care, coordinated care,
comprehensive care, and sustained personal relationships.71 It is clear that PCMHs are the recipe
for promoting the doctor-patient relationship and collaboration. In other words, delivery models
that faithfully adhere to these principles and tenets are best-equipped to address medical distrust
and fragmentation.
States must have wide flexibility in defining PCMHs and allocating funds to meet the
specific needs of their population. After all, different populations have different needs. Congress
provided states with multiple mechanisms through which states may integrate PCMHs and other
delivery models capable of addressing medical distrust and fragmentation. Section 1115 of the
Social Security Act is one such mechanism. Pursuant to Section 1315a of the Social Security Act,
the Secretary of Health and Human Services may waive state requirements under Medicaid for
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Id.
Id.
68 Id.
69 Id.
70 Id.
71 Paul A. Nutting et al., Transforming Physician Practices to Patient-Centered Medical Homes: Lessons From The
National Demonstration Project, 30 Health Aff. 439, 439 (2011).
67

the creation of “demonstration projects.”72 The Secretary may do so “to the extent and for the
period he finds necessary to enable such State or States to carry out such project.” 73 The
significance of 1115 Waivers centers on its two primary requirements: (1) the demonstration
project must be experimental; and (2) the project must “further Medicaid objectives to furnish
medical assistance to limited income individuals and rehabilitation and other services to help such
individuals attain or retain capability for independent and self-care.”74 Waiver of Medicaid
requirements under Section 1115 of the Social Security Act is quite useful to states because it
offers them flexibility to develop programs, such as PCMHs, that are responsive and faithful to
the needs of local communities.75 In addition to expanding Medicaid and ensuring adequate
provider participation through incentive programs, Section 1115 Waivers are a must have in the
fight against medical distrust and fragmentation.
Many states have applied, and received approval for, Section 1115 demonstration waivers.
As you will see below, Section 1115 demonstration waivers open the door to a wide-array of
delivery models that help strengthen the physician-patient relationship and bolster trust between
them. The Primary Care Collaborative offers a comprehensive list of states that leveraged Section
1115 demonstration waivers to introduce delivery models incorporating PCMHs and other
medical homes.76 New York state launched its Hospital Medical Home program for which $250
million was awarded to 65 NY state hospitals “to transform their primary care training sites to
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42 U.S.C. § 1315(a) (2000).
Id.
74 Id; See also 42 U.S.C. 1396-1.
75 Some scholars argue that state use of 1115 waivers have deviated from the waiver’s original purpose and
instead served as justification for ideological cuts and increasing preconditions on coverage. See Anthony
Albanese, The Past, Present, and Future of Section 1115: Learning from History to Improve the Medicaid-Waiver
Regime Today, 128 Yale L. J. 827 (2019).
76 Primary Care Collaborative, Medicaid Section 1115 Waiver State Specific, (Apr. 18, 2021),
https://www.pcpcc.org/initiative/medicaid-section-1115-waiver.
73

National Committee for Quality Assurance (NCQA) recognized Patient-Centered Medical Homes
(PCMHs).”77 NY state stated that demonstration’s purpose was to “improve coordination,
continuity, and quality of care for individuals receiving primary care in hospital outpatient
departments operated by teaching hospitals, as well as other primary care settings used by
teaching hospitals to train resident physicians.”78 The Journal of Graduate Medical Education
published an article describing how New York used its 1115 Waiver to transform primary care
training sites into PCMHs.79 All of the NY training sites achieved NCQA’s 2011 PCMH
standards.80 The program boasted improvements in collaborative care, culturally competent care,
improved access and coordination between the primary care physician and specialists, and
improved care coordination.81 South Carolina obtained CMS approval to launch its Healthy
Connections Prime program in conjunction with CMS, which was designed to integrate and
coordinate care for dual-eligibles.82 The key elements to the program’s design is “personcenteredness,” which incorporates the patient’s values and introduced patients to family
caregivers.83 Family caregivers provide “unpaid, informal care to another adult in need of
assistance due to a chronic condition.”84 These people can be adult children of the patient,
spouses, partners, friends and other relatives. 85 Virginia obtained CMS approval to implement a
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New York State Department of Health, Hospital Medical Home Demonstration Final Report DRAFT, (Apr. 18,
2021), https://www.health.ny.gov/health_care/medicaid/redesign/2015-oct_final_rpt.htm.
78 Id.
79 Marietta Angelotti et al., Transforming the Primary Care Training Clinic: New York State’s Hospital Medical Home
Demonstration Pilot, 7 J. Graduate Med. Educ. 247, 249 (2015).
80 Id. at 249.
81 Id.
82 South Carolina Department of Health and Human Services, Person Centered Design & Family Caregivers, Healthy
Connections Prime, (Apr. 18, 2021),
https://msp.scdhhs.gov/SCDue2/sites/default/files/Healthy%20Connections%20Prime%20Program%20Update%20
(Summer%202019).pdf.
83 Id.
84 Id.
85 Id.

very similar program called Commonwealth Coordinated Care. 86 The program organizes health
care agencies, hospitals, clinics, and other health care providers into a single health plan
“network.”87 The Commonwealth Coordinated Care program is another exemplary program
intended to be person-centered and team-based.88
These Medicaid initiatives offer an opportunity for states, with the help of the federal
government and Section 1115 demonstrations waivers, to launch specialized delivery programs
responsive to the needs of targeted populations. Medical distrust as a phenomenon centers on
strained interpersonal relationships. New York, South Carolina, and Virginia, among others, are
examples of states that have used “whole person” care and integrated coordination to promote
wellness and patient satisfaction. Programs such as these are well-suited to address both
fragmentation of care and medical distrust.
States are not limited to Section 1115 demonstration waivers. Similar initiatives were
launched with state plan amendments as well. Section 2703(a) of the ACA amended Title XIX of
the Social Security Act (42 U.S.C. 1396a et seq), enabling states to provide health home services
and comprehensive care coordination to patients with chronic conditions. 89 Section 1936a enables
states to implement such programs through state plan amendments (SPAs).90 Since Medicaid is
administered by states with the help of federal government, states must develop plans detailing
their Medicaid program and its compliance with federal law. 91 CMS then has the authority to
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Commonwealth Coordinated Care Plus, https://www.cccplusva.com/learn (last visited Apr. 16, 2021).
Id.
88 Id.
89 42 U.S.C. § 1396a (2021), amended by Patient Protection and Affordable Care Act, Pub. L. No. 111 -148, § 2703,
124 Stat. 119, 319 (2010).
90 Id.
91 42 U.S.C. §§ 1396-1, 1396(a); See C.F.R. § 435.10; See also Center for Medicaid and Chip Services, Medicaid State
Plan Amendments, (Apr. 16, 2021), https://www.medicaid.gov/medicaid/medicaid-state-planamendments/index.html.
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approve state plans submitted to it for review. 92 When states decide to change or modify those
plans, they submit to SPAs to CMS.93
“Health home services” are defined under Section 2703 as “comprehensive and timely
high-quality services [. . .] that are provided by a designated provider, a team of health care
professional operating with such a provider, or a health team.” The services under the statute
include comprehensive care management, care coordination and health promotion, comprehensive
transitional care, family support, community and social services support, and use of health
information technology to link services.”94 Many states have taken advantage of state plan
amendments to change their Medicaid program to allow for health home services. For example, in
March of 2015, New Jersey obtained approval from CMS to implement its Home Health state plan
amendment under Section 2703 of the ACA. The New Jersey Division of Mental Health and
Addiction Services then launched the behavioral health home (BHH) program, promising to
provide comprehensive care management, care coordination, individual and family support, health
promotion, and other services.95 So far, New Jersey has BHH programs in four of its twenty-one
counties.96 California followed suit. In 2018, the CMS approved California’s state plan amendment
under Section 2703 thereby enabling California to implement of its Health Homes Program (HHP),
“designed to serve eligible Medi-Cal beneficiaries with complex medical need and chronic
conditions who may benefit from care management and coordination.”97 California authorized
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HHP by enacting Section 14127.1 of the California Welfare and Institutions Code.98 HHP’s six
core services are “comprehensive care management, care coordination, health promotion,
comprehensive transitional care, individual and family support, and referral to community and
social support services, including housing.”99 The HHP program extended to eligible beneficiaries
the option to enroll in pre-existing Whole Person Care pilots that provide similar services to
HHP.100
Implementing medical homes and other models focused on “whole person” care have
proved challenging in some respects. One challenge is ensuring that enough payers play ball with
medical home delivery models. Maryland, for example, required that its five largest payers (Aetna,
CareFirst, Coventry, and UnitedHealthcare) all participate in Maryland’s “Multi-payer PatientCentered Medical Home Program” (MMPP).101 Other states recognized that the lack of providers
in certain geographic locations caused health care disparities not easily ameliorated without
finding new ways to attract physicians. Recognizing that its shortage of primary care physicians
was causing unacceptable inequities in care quality and poorer health outcomes, Montana enacted
the Patient-Centered Medical Homes Act to address this shortage. Specifically, Section 1 of the
Act leveraged PCMHs as bait for attracting providers to affected regions through uniform payment
methods, consistent quality measures, and an otherwise sustainable model easily implemented into
small communities.102 Montana’s PCMH initiative stands out as an innovative and creative means
of addressing health care disparities (access to providers in rural areas), potentially suppressing
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perceived discrimination and distrust. As important as it is to improve the minority community’s
attitude toward providers, it is equally important to incentivize providers to “buy into” PCMHs for
the model to work. One potential issue with coordinated care models is that the flow of money
might violate certain federal and state antitrust principles. States like Oregon recognized this
potential “chilling effect” on participation and provided PCMH models with exemptions from state
antitrust laws and immunity from federal antitrust laws by leveraging its state action doctrine.103
Nonetheless, the value of PCMH’s centers on its narrow focus on the individual patient’s medical
needs. PCMHs are quite possibly the most unique tool available to states through Medicaid. This
is because PCMHs inheres accountability and solidifies the foundation upon which primary care
is delivered.104

VI.

The Broader Approach of Accountable Care Organizations and Coordinated
Care Organizations: The Value of Accountable Care Organizations
With the authority delegated to it through the ACA, the Centers for Medicare & Medicaid

Services (“CMS”) implemented the Shared Savings Program to effect changes in the healthcare
delivery infrastructure through Accountable Care Organizations. 105 Accountable Care
Organizations are “network[s] of doctors and hospitals that share financial and medical
responsibility for providing coordinated care to patients in hopes of limiting unnecessary
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spending.”106 Some scholars have commented that the PCMH is a “necessary part of any wellfunctioning ACO.”107 Indeed, PCMHs and ACOs are “mutually supportive” of one another.108
This goes to show that medical homes and PCMHs are absolutely vital to the broader, more
comprehensive delivery models such as ACOs and CCOs.
ACOs offer a unique opportunity to legitimize the health care delivery infrastructure in the
eyes of minorities who have traditionally viewed the medical community as simply a remanence
of its historical practice of exploiting black bodies. The idea is that by improving the health care
delivery—as a conduit to overall wellness—to control for cost, quality, and coordination, ACOs
can improve outcomes for targeted populations such as minorities living in low- to middle-income
communities in return for monetary rewards. The Center for Health Care Strategies reports that
states across the nation are “exploring the viability of Medicaid ACOs that align provider and
payer incentives to focus on value instead of volume, with the goal of keeping patients healthy and
costs manageable.”109 To achieve that goal, doctors in ACOs are held financially accountable for
the health outcomes of the population they treat. 110 Providers achieve accountability through: (1)
value-based payment; (2) quality improvement measures; and (3) ensuring timely and accurate
data collection.111 Again, the key here is the financial incentive. This is ordinarily achieved through
shared savings programs or capitated payment models. 112 Under the former, ACO providers share
savings earned if their attributed population utilizes less health resources than provided for in
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predetermined benchmarks.113 Under the latter, states pay the ACO a capitated payment for
services on a per-patient basis.114 If the providers spend more than the predicted cost per patient,
they lose money. If they spend less, they make money.115 Of course, ACOs fall short of the goal
of promoting population health if patients receive poor quality care, nonetheless. One fear is that
providers in ACOs might withhold otherwise necessary medical services in order to achieve
savings.116 To avoid this result, states “require ACOs to measure health outcomes, report process
metrics that focus on service delivery, and record patient experience metrics [ . . . ]” 117 These
metrics are then factored into ACO payments—ACOs not meeting quality benchmarks forfeit
some of their shared savings.
States are becoming increasingly attracted to ACOs as a vehicle towards achieving greater
accountability and promoting integration of social services. 118 As of 2018, there are 12 states with
Medicaid ACO programs and another 10 states planning to implement them. 119 Implementation of
state Medicaid ACO programs can be achieved through multiple avenues depending on the
structure of such program. One popular avenue is through §1115 waivers, allowing states to bypass
Social Security Act requirements. Another is referred to as state plan amendments, which are
approved “when the proposed changes to Medicaid health care delivery comply with the broad
requirements of the Social Security Act.” And finally, the “managed care authority” approach
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permits the same if ACOs contract with managed care organizations, typically considered part of
the general contracting process and exempted from filing waivers. 120
With the use of Section 1115 Waivers, ACOs can break down barriers to necessary medical
care including distrust. In 2016, the Secretary of HHS approved California’s application for an
1115 Demonstration Waiver launching California’s Whole Person Care program (“WPC”), a pilot
designed to “coordinate services and demonstrate increased access to social services.” 121 The WPC
program was required to incorporate managed care plan(s), public agency(s), and two community
partners, thereby solidifying collaboration between entities to promote patient-centered goals. 122
One challenge that the WPC program faced was engaging Medicaid beneficiaries in care. Recall
that distrust is directly associated with reluctance to seek out needed care. 123 The WPC program
responded by employing field-based outreach, bridging willing beneficiaries to care through
referral mechanisms, connecting with patients where they live or congregate, ensuring there is
enough staff available to build relationships with beneficiaries, and “tracking Medicaid renewal
dates to prevent lapses in coverage.”124 California’s WPC program is illustrative of the flexible
potential Medicaid provides and its utility for promoting cross-sector integration and coordination
of care capable of bridging the gap between patient and provider. Programs like California’s WPC
are well-suited for meeting patients where they are. This boot-on-the-ground approach is necessary
if the goal is to reshape attitudes about the medical community, thereby strengthening the ties and
establishing trust.
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Oregon has made good use of its many 1115 Waivers through the Oregon Health Plan, a
care coordination model adopted in 1994 that sought to identify and improve social determinants
of health. Social determinants of health are defined as “conditions in the environments where
people are born, live, learn, work, play, worship, and age that affect a wide range of health,
functioning, and quality-of life outcomes and risks.”125 By definition, social determinants are all
around us. The Oregon Health Plan’s most recent CMS waiver approval details its key goals, one
of which is to address social determinants of health as a means to alleviate health disparities. 126 To
do this, Oregon renewed its 1115 Demonstration Waiver in 2012 in order to create Coordinated
Care Organizations (CCOs) incentivized to meet key quality metrics.127 According the Oregon
Health Authority, CCOs received one lump-sum payment for each beneficiary, allowing CCOs to
offer “health related-services” defined as “non-covered services under Oregon’s Medicaid State
Plan that are not otherwise administrative requirements and are intended to improve care delivery
and overall member and community health and well-being.”128 Health-related services tailored
towards improving social determinants include access to healthy food options, housing stability,
social integration (e.g. community youth programs), and housing stability (e.g. hotel rooms for
post-hospitalization recovery), among others. Other states such as New Jersey enacted laws
establishing Medicaid ACO demonstration projects with the goal of integrating social services as
well.129 Specifically, Section 30:4D-8.3 of the Medical Assistance and Health Services Act
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directed the Department of Human Services to develop a ACO Demonstration Project which
requires the incorporation of social services to participate in the project upon application and
certification.130 The practical purpose of such programs is to encourage doctors to consider
nonclinical factors and to collaborate other community stakeholders, who work together to address
population-specific health-related needs. With the use of Section 1115 waivers, states can
implement ACOs and CCOs to neutralize the poor attitude minorities have against providers and
repair the historically sour relationship between them. Perhaps then, minorities will start viewing
America’s health care delivery infrastructure as one that views them as human beings.
Medicaid ACOs, by their collaborative nature, offer an opportunity to neutralize health
disparities by promoting cultural competence and a patient-centered mindset that enhances the
social, environmental, and behavioral determinants of health. The collaborative nature between
ACOs and local community organizations are well-suited to address social determinants that
perpetuate health care disparities. This refocusing on targeted populations brings doctors closer to
patients and diverges from the historical practice of focusing solely on revenue-producing methods
of care delivery.
VII.

Conclusion

Fear and trust are emotions that shape everyday attitudes, perceptions and decisions. In the
context of health care, distrust is proven to prevent “African Americans from getting health care
treatment, from participating in medical research,” and from other health-related activities.131
Medical distrust is a national health care crisis. At the center of this crisis is a strained relationship
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between patient and provider. The fragmented backdrop against which this issue persists only
exacerbates the harms associated with medical distrust. But this issue is not incurable.
Medicaid and the Affordable Care Act are complimentary frameworks with provisions that
equip states with the level of flexibility needed to modify Medicaid requirements. Equipped with
this authority, states are in the best position to make substantial inroads towards rehabilitating the
strained interpersonal relationship between patient and provider while promoting care coordination
and thereby reducing fragmentation. As we have seen, many states leveraged these legal
mechanisms to do so. Specifically, states such as Oregon, California, New Jersey, Virginia, and
more enacted statutes aimed at establishing “whole person” delivery models, such as PatientCentered Medical Homes, which, by design, incorporate input from every corner of a patient’s
life. If National Federation of Independent Business v. Sebelius is any indication, there are
certainly challenges to transforming health care delivery. However, Patient-Centered Medical
Homes and larger, more comprehensive health care delivery models such as accountable care
organizations illustrate this nation’s potential for improving the overall quality of American health
care by taking advantage of Medicaid’s flexibility.

